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Abstract
Aim The aim was to explore whether people with an
ileostomy in the UK and Ireland receive the dietary
advice they require.
Method An online survey with multiple-choice ques-
tions asked people with an ileostomy about the dietary
advice they received and would have preferred to
receive. Participants were recruited via websites of the
Ileostomy and Internal Pouch Association and Crohn’s
and Colitis UK and via social media. People with a cur-
rent ileostomy, age 16 years or over, and living in the
UK or Ireland were eligible for inclusion. Responses
were analysed using descriptive statistics.
Results In all, 291 eligible responses were received
and included in the analysis; 201 (69%) received advice
on diet for their ileostomy from a healthcare profes-
sional or the internet. Of the 90 who did not receive
dietary advice, 82 (91%) would have liked advice.
Stoma nurses were the most common source of dietary
advice (55%), but many other sources were frequently
reported. Most (62%) felt that at least some dietary
advice they received was conflicting. Over half (55%)
felt anxious about managing their diet with a new
ileostomy, 39% were confused, and 31% frustrated. Of
291 respondents, 29% received advice from a dietitian
compared to 60% who would have preferred advice
from a dietitian.
Conclusion Many people undergoing ileostomy surgery
do not receive the dietary advice and support they
require. Healthcare professionals working with people
with an ileostomy should be mindful they are often anx-
ious about their diet and require clear and consistent
dietary advice and support.
Keywords diet, ileostomy, stoma
What does this paper add to the literature?
This is the first study to describe sources and delivery of
dietary advice to people with an ileostomy in the UK
and Ireland, and their attitudes, feelings and preferences
towards dietary advice and management. Findings show
that many people with an ileostomy do not receive the
dietary advice and support they require.
Introduction
In the UK, > 21 000 people have surgery to create a
stoma annually [1]. Ileostomies are a type of stoma cre-
ating a diversion of the gastrointestinal tract from the
ileum through an opening in the abdomen. Common
complications include high stoma output and blockage,
and unpleasant symptoms such as wind and odour
[2,3]. Dietary advice may be provided to help manage
these issues [4]. Common recommendations are to
avoid specific fruit, nuts and vegetables high in insol-
uble fibre, to prevent obstruction [5]. A diet high in
white, starchy carbohydrates and low in fibre is recom-
mended to thicken loose output [4,6]. Lists of foods
and drinks that may cause wind and odour are often
provided [7]. People with an ileostomy frequently mod-
ify their diet and report that dietary implications of their
ileostomy affect daily life [8–10]. Unfortunately,
although dietary advice is important to ileostomists
[11], evidence to inform practice is limited [12] and
what may be problematic for some may pose no or little
issue for others [2].
A qualitative study of six people with an ileostomy
and Crohn’s disease in the UK suggested dietary advice
was insufficient, could be confusing or conflicting, and
advice varied between health professions [10]. In a
Swedish survey of ostomy patients’ perceptions of qual-
ity of care, 95% of ileostomists believed information on
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diet was important; however, 36% (14/39) said infor-
mation received was not satisfactory [11]. More
recently, a survey of 425 ostomates (ileostomy, colost-
omy or urostomy) in the UK reported that 67%
received information, advice or support about diet after
stoma surgery, while 30% did not but would have liked
to [13]. Of those who received dietary advice, 82%
found this useful. The results were not reported sepa-
rately by stoma type. Studies to date suggest improve-
ment is needed in the provision of dietary advice to
people with an ileostomy, but details of where dietary
advice comes from, how it is provided and the extent to
which patient need is unmet have not yet been
described.
The aims of this study were to explore (i) the pro-
portion of ileostomists who received dietary advice for
ileostomy management; (ii) source(s) of advice; (iii) atti-
tudes towards advice; and (iv) perceived need for dietary
advice.
Method
An online multiple-choice survey was developed in col-
laboration with healthcare professionals (HCPs) and
people with an ileostomy (Appendix S1). A draft ques-
tionnaire was created by the authors, including two
dietitians, and sent to a colorectal surgeon, stoma nurse
and dietitian for feedback on content and wording. The
revised questionnaire was put into an online format and
three members of a patient and public involvement
(PPI) group, who all had an ileostomy, took part in
cognitive interviews with AM to assess and increase the
face validity of the questions [14]. PPI members spoke
out loud their thoughts while completing the survey,
and AM asked probing questions to gain further
insight. As well as cognitive interviews, PPI members
were asked for their views on the relevance of questions
and important aspects they felt were not captured.
Based on the first two interviews, the wording and lay-
out of several questions were changed to increase clar-
ity, additional response options were provided for some
questions, and questions were added to ensure all
important experiences in relation to dietary advice were
captured. The updated survey was used in the third
interview and only a few minor changes were made after
this.
The cross-sectional survey was administered using
Online Surveys (https://www.onlinesurveys.ac.uk). The
survey link was available on the websites of the Ileost-
omy and Internal Pouch Association (November 2018–
December 2019) and Crohn’s and Colitis UK (Septem-
ber 2019–December 2019). The open survey was pro-
moted on social media inviting eligible people to
participate. Eligibility criteria were age ≥ 16 years and
current ileostomy. Responses from outside the UK and
Ireland were excluded. The first page provided partici-
pant information and stated that continuing to the fol-
lowing pages would be taken as agreement to
participate. Where appropriate, survey items were
mandatory. Questions relating to dietary advice received
were only displayed if the participant responded ‘yes’
when asked if they had received dietary advice. Respon-
dents were able to review and change responses prior to
submission.
A convenience sample anonymously responded to
the survey. Responses were downloaded to IBM SPSS
v24.0 (IBM Corp., Armonk, New York, USA) for anal-
ysis. Data from respondents meeting all inclusion crite-
ria were analysed using descriptive statistics to provide
frequencies of responses to each question. If there was a
discrepancy between the total number of people report-
ing a source of dietary advice and the total number of
people reporting details associated with advice from that
source in a related sub-question, the highest total num-
ber of responses was used as the overall frequency for
that source. For example, where 150 people selected
that they received advice from a stoma nurse but 159
responded to a sub-question about the format of dietary
advice received from a stoma nurse, then the total num-
ber of people receiving advice from a stoma nurse was
assumed to be 159.
A comparison is presented between how dietary
advice was received and how respondents would have
preferred to receive advice. Responses may differ
according to the length of time since having a stoma
placed. Therefore, we conducted a post hoc comparison
between those who had been living with an ileostomy
for < 6 months vs > 10 years.
Ethical approval was obtained from the Faculty of
Health Sciences Research Ethics Committee at the
University of Bristol (reference number 73467). The
survey has been reported in accordance with the Check-
list for Reporting Results of Internet E-Surveys
(CHERRIES; Appendix S1) [15].
Results
The survey was completed by 329 respondents. Thirty-
eight did not meet inclusion criteria (30 outside the
UK and Ireland; eight without current ileostomy) leav-
ing a final sample of 291. Demographics and clinical
characteristics of included respondents are shown in
Table 1. Most were women (72.5%), age 45–74 years
(64.9%), had an ileostomy due to ulcerative colitis
(37.8%) and had an ileostomy for > 10 years (23.7%) or
< 6 months (21.3%).
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Ileostomy-related problems
Table 2 shows the prevalence of ileostomy-related prob-
lems. The most common issue was very loose/watery
output, followed by wind or gas, and high output.
When asked whether they thought improved dietary
advice could have prevented any of these issues, 66
(22.7%) answered that it ‘definitely’ could have and 136
(46.7%) thought it ‘possibly’ could.
Provision of dietary advice
Two hundred and one of the 291 respondents (69.1%)
received dietary advice for their ileostomy either from
an HCP or the internet. Of the 90 who did not receive
dietary advice, 82 (91.1%) would have liked to. Fig-
ure 1 shows the number of respondents who received
dietary advice, from a range of sources, compared to
preferred sources for dietary advice. The most common
source was the stoma nurse (54.6% of all respondents),
and this was also the most preferred source (69.8%).
However, 59.5% of respondents wanted dietary advice
from a dietitian while only 28.9% received this.
Table 3 shows how respondents received and would
have preferred to receive dietary advice. When advice
was received from HCPs, it was most commonly verbal
(median 86%, range 79%–100%), while printed informa-
tion from HCPs was less common (median 29%, range
0%–69%). Preferences showed that more respondents
would like to receive dietary advice from HCPs in
printed format (median 63%, range 41%–86%). Few
wanted advice from HCPs to be online (≤ 24%). Con-
versely, when advice was received from a registered sup-
port association or stoma product supplier it was usually
printed material (64.3% or 67.7%) or online (66.7% or
48.4%). There were slight preferences for information
to be provided as printed material (59.7% and 65.1%),
but online was also popular ( 58%).
Table 1 Respondent characteristics (n = 291).
n (%)
Gender
Female 211 (72.5)
Male 80 (27.5)
Age (years)
16–24 8 (2.7)
25–34 25 (8.6)
35–44 50 (17.2)
45–54 65 (22.3)
55–64 65 (22.3)
65–74 59 (20.3)
75 or over 19 (6.5)
Region
South East England 54 (18.6)
South West England 42 (14.4)
Scotland 26 (8.9)
West Midlands 25 (8.6)
East Midlands 24 (8.2)
North West England 24 (8.2)
London 23 (7.9)
East of England 18 (6.2)
Wales 17 (5.8)
Yorkshire and Humber 17 (5.8)
North East England 10 (3.4)
Republic of Ireland 8 (2.7)
Northern Ireland 3 (1.0)
Condition requiring ileostomy
Crohn’s disease 52 (17.9)
Ulcerative colitis 110 (37.8)
Cancer 57 (19.6)
Trauma 7 (2.4)
Functional bowel disorder 14 (4.8)
Other 50 (17.2)
Don’t know 1 (0.3)
Length of time with ileostomy
< 6 months 62 (21.3)
6 months up to 1 year 29 (10.0)
1–2 years 46 (15.8)
3–5 years 48 (16.5)
6–10 years 37 (12.7)
Over 10 years 69 (23.7)
Elective vs emergency surgery
Elective 159 (54.6)
Emergency 125 (43.0)
Not sure 7 (2.4)
Permanent vs temporary ileostomy
Permanent 208 (71.5)
Temporary 53 (18.2)
Not sure 30 (10.3)
Member of Ileostomy and
Internal Pouch Association
115 (39.5)
Table 2 Ileostomy-related problems.
Since having an ileostomy, have any
of the following caused you difficulties? n (%)
Very loose or watery stoma output 252 (86.6)
Wind or gas 206 (70.8)
High volume of stoma output 182 (62.5)
Increased odour from stoma bag 128 (44.0)
Pain in your bowel or stoma 125 (43.0)
Blockage or obstruction of the bowel or stoma 124 (42.6)
None of the above 5 (1.7)
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Table 4 shows responses regarding actual timing of
dietary advice and preferred timing. When dietary advice
was received from HCPs, it was mostly provided during
hospital admission (e.g. of those who received advice
from the stoma nurse, dietitian or surgeon, 79.0%,
63.0% and 72.7% respectively received advice at this
time). Some received advice from the stoma nurse or
dietitian after discharge (36.2% and 49.3%) and some
before surgery (29.7% and 11.0%). Respondents indi-
cated that more would have liked to receive dietary
advice from HCPs before surgery and after discharge.
Although the greatest preference was to receive dietary
advice from the stoma nurse or dietitian while in hospi-
tal (72.3% and 74.2%), approximately half would have
liked dietary advice from the stoma nurse or dietitian
before surgery and after discharge (range 45%–58%).
Most dietary advice from support associations and
stoma product suppliers was received after discharge
(89.2% and 82.8%), in line with respondent preference
(83.3% and 90.0%).
Of the 201 respondents who received dietary advice,
124 (61.7%) felt that some or all of this advice was con-
flicting. Ninety-three (75.0%) of these reported they
received advice from more than one source. When asked
about the type of dietary advice received, 178 (88.6%)
reported receiving advice to change the types of food
they ate, i.e. adding/removing specific foods. One hun-
dred and five (52.2%) were advised how to prepare cer-
tain foods, e.g. boil carrots instead of eating raw, and
155 (77.1%) were advised how to eat certain foods, e.g.
chew well. Most did not receive advice on weight man-
agement (146 of 201, 72.6%). Of those who did receive
advice about their weight, 36 (65.5%) were advised to
gain weight vs six (10.9%) advised to lose weight. One
hundred and seventy-nine of the 201 respondents
(89.1%) who received dietary advice made changes
based on this advice. Of these, 108 (60.3%) believed
this helped manage their ileostomy.
Respondents were asked to select up to three feel-
ings, from a list provided, that best described their
experience of managing diet with a new ileostomy
(Fig. 2). Over half felt anxious (55.0%), and around a
third felt confused or frustrated (39.2% and 31.3%). In
contrast, < 20% felt confident or well supported (18.9%
and 13.4%).
Around three-quarters of participants responded
‘fairly’ or ‘slightly’ when asked about their confidence
in/usefulness of/satisfaction with dietary advice
60
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42
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203
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31
33
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49
49
84
159
0 50 100 150 200 250
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IBD specialist nurse
Gastroenterologist
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Ward nurse
Colorectal specialist nurse
Stoma product supplier
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Registered support association
Website**
Social media
Dietitian
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Where did you receive dietary advice from? 
(n)*
Where would you have preferred to receive 
dietary advice from? (n)*
Figure 1 Sources of dietary advice for people with ileostomy (GP, general practitioner; IBD, inflammatory bowel disease). *Maxi-
mum number of responses to any question indicating that dietary advice was received/would have been preferred from the specified
source. **Not including that of registered support associations or stoma product suppliers.
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(Table 5). One hundred and eleven (55.2%) indicated
only ‘some of it’ made sense, while 79 (39.3%) said it
made sense and 11 (3.8%) that it did not make sense.
Inpatient care
Whilst in hospital following ileostomy surgery, 35
(12.0%) received a ‘special menu’ (assumed to be any-
thing other than the standard hospital menu), while
139 (47.8%) would have preferred a special menu.
Seventy-four (25.4%) received verbal advice on making
choices from the standard hospital menu, while 151
(51.9%) would have preferred such advice. One hun-
dred and twenty-nine (44.3%) respondents did not
receive any support with meal choices (i.e. a special
menu or verbal advice) when they needed it, and only
40 (13.7%) felt they received sufficient support.
Subgroup analysis
Sixty-two respondents (21.3%) had been living with an
ileostomy for < 6 months (group 1) and 69 (23.7%) for
> 10 years (group 2). More people in group 1 than
group 2 reported receiving any dietary advice (79.0% vs
52.2%), and they were more likely to report receiving
dietary advice from a stoma nurse (71.0% vs 31.9%) and
via social media (21.0% vs 8.7%). Over half in both
groups who received dietary advice reported some of it
to be conflicting (group 1, 65.3%; group 2, 55.6%).
More people in group 1 than group 2 reported they
Table 3 Format of dietary advice for people with an ileostomy.
How was dietary advice provided?
Select all that apply, n (%)
Printed Verbal Online Other
Stoma nurse Actual* (n = 159) 102 (64.2) 126 (79.2) 3 (1.9) 0 (0)
Preferred† (n = 203) 167 (82.3) 128 (63.1) 47 (23.2) 3 (1.5)
Dietitian Actual* (n = 84) 53 (63.1) 68 (81.0) 2 (2.4) 1 (1.2)
Preferred† (n = 173) 148 (85.5) 112 (64.7) 32 (18.5) 5 (2.9)
Social media Actual* (n = 49) 3 (6.1) 1 (2.0) 45 (91.8) 1 (2.0)
Preferred† (n = 42) 10 (23.8) 3 (7.1) 36 (85.7) 1 (2.4)
Website‡ Actual* (n = 49) 6 (12.2) 2 (4.1) 43 (87.8) 1 (2.0)
Preferred† (n = 49) 22 (44.9) 5 (10.2) 32 (65.3) 2 (4.1)
Registered support association Actual* (n = 42) 27 (64.3) 4 (9.5) 28 (66.7) 1 (2.4)
Preferred† (n = 67) 40 (59.7) 22 (32.8) 39 (58.2) 3 (4.5)
Surgeon Actual* (n = 33) 1 (3.0) 33 (100) 0 (0) 0 (0)
Preferred† (n = 75) 40 (53.3) 55 (73.3) 7 (9.3) 1 (1.3)
Stoma product supplier Actual* (n = 31) 21 (67.7) 2 (6.5) 15 (48.4) 0 (0)
Preferred† (n = 43) 28 (65.1) 9 (20.9) 25 (58.1) 2 (4.7)
Colorectal specialist nurse Actual* (n = 23) 14 (60.9) 19 (82.6) 0 (0) 0 (0)
Preferred† (n = 64) 46 (71.9) 49 (76.6) 13 (20.3) 2 (3.1)
Ward nurse Actual* (n = 23) 5 (21.7) 20 (87.0) 0 (0) 0 (0)
Preferred† (n = 64) 26 (40.6) 51 (79.7) 5 (7.8) 0 (0)
Other Actual* (n = 9) 4 (44.4) 2 (22.2) 3 (33.3) 3 (33.3)
Preferred† (n = 11) 8 (72.7) 3 (27.3) 4 (36.4) 2 (18.2)
Gastroenterologist Actual* (n = 14) 4 (28.6) 12 (85.7) 0 (0) 1 (7.1)
Preferred† (n = 48) 30 (62.5) 33 (68.8) 7 (14.6) 1 (2.1)
IBD specialist nurse Actual* (n = 13) 9 (69.2) 11 (84.6) 0 (0) 0 (0)
Preferred† (n = 46) 30 (65.2) 35 (76.1) 7 (15.2) 2 (4.3)
Community nurse Actual* (n = 8) 0 (0) 8 (100) 0 (0) 0 (0)
Preferred† (n = 29) 14 (48.3) 28 (96.6) 7 (24.1) 0 (0)
GP Actual* (n = 3) 0 (0) 3 (100) 0 (0) 0 (0)
Preferred† (n = 60) 35 (58.3) 40 (66.7) 7 (11.7) 0 (0)
GP, general practitioner; IBD, inflammatory bowel disease.
*How was dietary advice provided?
†How would you have liked dietary advice to be provided?
‡Not including that of registered support associations or stoma product suppliers.
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received advice on how to prepare certain foods (71.4%
vs 30.6%). Nearly all in group 1 who received dietary
advice reported making changes based on this advice
compared to just over three-quarters in group 2 (95.9%
vs 77.8%).
Discussion
Our survey identifies a need for improved provision of
dietary advice for people with an ileostomy. Almost
one-third of respondents had never received dietary
advice for their ileostomy, but most would have liked it.
A recent UK-based study of people with an output
stoma of any type reported similar findings [13], sug-
gesting that provision of dietary advice is not universal.
Feelings of anxiety, and to a lesser extent confusion and
frustration, regarding diet among people with a new
ileostomy were common and very few felt confident or
well supported. Thus, there is an unmet need for high-
quality dietary advice for people with ileostomies. HCPs
working with people with an ileostomy should work to
ensure that dietary advice is fully embedded within care
pathways and that the advice and support is clear, rele-
vant and consistent.
We found a widespread problem with conflicting
advice, which is similar to reports from qualitative stud-
ies of conflicting or confusing dietary advice among
people with Crohn’s disease and an ileostomy [10], and
dissatisfaction with preoperative advice regarding appro-
priate dietary choices for people with a stoma [16]. It is
Table 4 Timing of dietary advice for people with an ileostomy.
When was dietary advice provided?
Select all that apply, n (%)
Before surgery In hospital After discharge
Stoma nurse Actual* (n = 138) 41 (29.7) 109 (79.0) 50 (36.2)
Preferred† (n = 195) 113 (57.9) 141 (72.3) 108 (55.4)
Dietitian Actual* (n = 73) 8 (11.0) 46 (63.0) 36 (49.3)
Preferred† (n = 155) 69 (44.5) 115 (74.2) 85 (54.8)
Social media Actual* (n = 41) 10 (24.4) 6 (14.6) 37 (90.2)
Preferred† (n = 31) 13 (41.9) 12 (38.7) 29 (93.5)
Website‡ Actual* (n = 36) 7 (19.4) 3 (8.3) 33 (91.7)
Preferred† (n = 43) 19 (44.2) 19 (44.2) 36 (83.7)
Registered support association Actual* (n = 37) 6 (16.2) 6 (16.2) 33 (89.2)
Preferred† (n = 54) 21 (38.9) 19 (35.2) 45 (83.3)
Surgeon Actual* (n = 33) 9 (27.3) 24 (72.7) 8 (24.2)
Preferred† (n = 62) 35 (56.5) 40 (64.5) 21 (33.9)
Stoma product supplier Actual* (n = 29) 7 (24.1) 4 (13.8) 24 (82.8)
Preferred† (n = 40) 11 (27.5) 11 (27.5) 36 (90.0)
Colorectal specialist nurse Actual* (n = 21) 12 (57.1) 16 (76.2) 7 (33.3)
Preferred† (n = 61) 39 (63.9) 48 (78.7) 37 (60.7)
Ward nurse Actual* (n = 21) 1 (4.8) 20 (95.2) 0 (0)
Preferred† (n = 58) 16 (27.6) 49 (84.5) 8 (13.8)
Other Actual* (n = 8) 3 (37.5) 1 (12.5) 7 (87.5)
Preferred† (n = 8) 3 (37.5) 3 (37.5) 7 (87.5)
Gastroenterologist Actual* (n = 12) 4 (33.3) 7 (58.3) 6 (50.0)
Preferred† (n = 49) 27 (55.1) 28 (57.1) 18 (36.7)
IBD specialist nurse Actual* (n = 12) 7 (58.3) 7 (58.3) 6 (50.0)
Preferred† (n = 39) 25 (64.1) 24 (61.5) 20 (51.3)
Community nurse Actual* (n = 8) 0 (0) 1 (12.5) 7 (87.5)
Preferred† (n = 29) 8 (27.6) 8 (27.6) 26 (89.7)
GP Actual* (n = 3) 2 (66.7) 0 (0) 2 (66.7)
Preferred† (n = 51) 15 (29.4) 6 (11.8) 43 (84.3)
GP, general practitioner; IBD, inflammatory bowel disease.
*When was dietary advice provided?
†When would you have liked dietary advice to be provided?
‡Not including that of registered support associations or stoma product suppliers.
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perhaps unsurprising that people with an ileostomy
often experience conflicting advice since evidence to
inform practice is limited and advice is primarily
informed by experience and expert opinion [12,17].
Provision of appropriate advice is complicated by indi-
vidual variation due to differences in length and health
of functioning intestine, sometimes in addition to inde-
pendent comorbidities such as diabetes [18,19]. High-
quality research evaluating dietary interventions for peo-
ple with an ileostomy is a priority to establish evidence
to inform best practice for dietary management and
provision of dietary advice. Quality, and appropriate
personalization, of dietary advice could be further
improved if all HCPs who support people with an
ileostomy were to undertake appropriate training,
assessment and continuing professional development.
This would ensure a comprehensive understanding of
the anatomical and physiological impact of ileostomy
surgery for different conditions, and awareness of the
evidence-base to underpin the dietary advice they pro-
vide.
Common problems experienced by respondents
included loose output, gas and high output, and dietary
changes were reported as beneficial to ileostomy man-
agement by around half of respondents who received
advice. Others may have felt their issues were not
related to diet or that the dietary advice they received
was not helpful. Previous studies investigating whether
having an ileostomy affects dietary choices have shown
that the extent and type of dietary modification is vari-
able. Furthermore, many people with an ileostomy con-
tinue a normal diet without apparent adverse
6
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Figure 2 How did/do you feel about managing your diet with a new ileostomy? Select up to three options.
Table 5 Questions relating to patient satisfaction with dietary advice (n = 201).
Extremely
n (%)
Fairly
n (%)
Slightly
n (%)
Not at all
n (%)
How confident were you in the dietary advice? 23 (11.4) 101 (50.2) 57 (28.4) 20 (10.0)
How useful was the dietary advice? 44 (21.9) 93 (46.3) 53 (26.4) 11 (5.5)
How satisfied were you with the dietary advice? 32 (15.9) 93 (46.3) 59 (29.4) 17 (8.5)
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consequence [2,20–22]. Appropriate dietary advice is
particularly important for people with an ileostomy due
to the nutritional risks associated with the loss of colon
and changes in small intestine length and/or physiol-
ogy, in conjunction with potential nutritional risks of
dietary restriction for the purpose of managing conse-
quences of their intestinal surgery [23,24]. In the weeks
following ileostomy surgery, the remaining small intestine
heals and adapts to the loss of the colon by increasing
absorption of water and electrolytes [25]. Appropriate
patient follow-up and support is needed, and dietary
advice should be reviewed and adapted over time.
Stoma nurses were the main source of dietary advice,
and the most preferred source of advice. However,
many respondents wanted dietary advice from a dietitian
while relatively few received this. In practice, all individ-
uals having ileostomy surgery will see a surgeon and
usually a stoma nurse, while only some will be referred
to a dietitian [26], e.g. if there is a specific problem
such as high output [27]. This is unlikely to change
dramatically, at least in the near future, as National
Health Service (NHS) dietetics services do not have suf-
ficient resources to provide advice to all people with an
ileostomy. Multidisciplinary working is essential to
establish local consensus on what and how dietary
advice should be provided to people with an ileostomy,
to improve clarity and confidence in dietary manage-
ment. One solution might be for stoma nurses and
dietitians to collaboratively produce printed dietary
advice for people with an ileostomy, ideally also in liai-
son with colorectal surgeons. This would improve con-
sistency in dietary advice and give people with an
ileostomy confidence that dietitians have been involved
in developing this advice. Alternatively, this could be
achieved on a national level if professional (e.g. Associa-
tion of Coloproctology of Great Britain and Ireland)
and patient organizations (e.g. the Ileostomy and Inter-
nal Pouch Association) work together with the British
Dietetic Association to develop such guidance. It could
then be made accessible not only to stoma nurses, sur-
geons and people with an ileostomy, but also to general
practitioners and other HCPs involved in supporting
people with an ileostomy. The provision of high-quality,
and ideally evidence-based, dietary advice may ulti-
mately improve levels of satisfaction with advice. Almost
two-thirds of the respondents who received dietary
advice were at least fairly satisfied with the advice, but
there is still much room for improvement.
Comparison of responses from people living with an
ileostomy for < 6 months vs > 10 years suggested that
provision of dietary advice may be more common now
than in the past. It is possible that some of the differ-
ences seen are due to difficulty recalling experiences
from > 10 years ago compared to the last 6 months.
However, an increase was seen in the proportion of peo-
ple receiving dietary advice from a stoma nurse which
may be due to improved access to stoma nurses in the
NHS over recent decades [28]. As expected, social media
were a more common source of dietary advice for those
with recent ileostomy formation.
Respondents expressed a desire for dietary advice to
be more frequently provided prior to surgery. However,
it was previously suggested that patients feel overwhelmed
with the amount of information received prior to colorec-
tal surgery [16], and taking in additional information at
this stressful time may be difficult. Special menus and ver-
bal advice on making meal choices in hospital after ileost-
omy surgery were areas where patient needs were not
met, and very few felt they received sufficient support in
making meal choices. This may be due to organizational
factors such as lack of training and time for ward staff.
Staff training and development of ward protocols, includ-
ing communication on individual patient dietary require-
ments and provision of special menus, by stoma nurses
and dietitians for, and in collaboration with, surgical ward
staff are probably key to improving support with meal
choices in hospital following ileostomy surgery.
This survey has several strengths. To our knowledge,
it is the first to investigate sources and format of dietary
advice for people with an ileostomy. It also shows pref-
erences regarding where and how they would like to
receive dietary advice. A major strength was the use of
cognitive interviews and collaboration with a wide range
of stakeholders when designing the questionnaire [14].
This increased face validity, reducing the risk of respon-
dents misinterpreting questions and responses, and
ensured questions were relevant and comprehensive.
This study also has some limitations. Although we
engaged with a wide range of stakeholders in the devel-
opment of the questionnaire, it is possible that some
relevant questions were not asked, that some response
options were not broad enough, or some terms may
not have been interpreted the same way by all respon-
dents. Most respondents (72.5%) were women, whereas
Hospital Episodes Statistics suggest that 47% of ileos-
tomies are in women [29]. Over-representation of
women is common in studies where surveys are the pri-
mary data collection method [30]. In addition, it is pos-
sible that self-selection bias may have resulted in
responders with more ileostomy-related problems than
non-responders, and perhaps more interested in diet.
All regions of Great Britain were well represented;
however, small numbers of respondents from Northern
Ireland and the Republic of Ireland may limit generaliz-
ability to these countries. A wide range of ages was rep-
resented, although there were fewer responses in the
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16–24 year age group, reflecting the smaller proportion
of ileostomy surgeries performed in this age range [29].
Older adults ≥ 75 years were under-represented, per-
haps because social media were the primary mode of
survey distribution [29].
Conclusions
Our findings suggest that there is an unmet need for
high-quality dietary advice among people who undergo
ileostomy surgery. Anxiety about managing diet with a
new ileostomy is common. Stoma nurses are the main
source of dietary advice, but it may be received from a
wide range of sources and is often perceived as conflict-
ing. Dietary advice and support need to be clear and
consistent between HCPs to alleviate concerns. This
could be achieved through collaboration between rele-
vant professional and patient organizations to produce
agreed guidelines for the dietary management and sup-
port of people with an ileostomy.
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